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requirementp	but	 旭itt旭e	 is	known	about	the	re旭ationship	between	the	process	of	 in-
vo旭vement	and	hea旭th	outcomess











ments	 Productive	 interaction	 faci旭itated	 over	 a	 sufficient	 period	 of	 time	 enab旭ed	
peop旭e	to	set	priorities	for	researchs	Partnerships	that	committed	to	co旭旭aboration	in-
creased	awareness	of	diabetes	risk	and	mobi旭ized	peop旭e	to	co､design	and	co､de旭iver	




Discussion and Conclusions: Achieving	understanding	of	community	contextp	deve旭-
oping	trusting	re旭ationships	across	sectors	and	deve旭oping	productive	partnerships	
were	 prerequisites	 for	 designing	 research	 that	 was	 feasib旭e	 and	 旭oca旭旭y	 re旭evants	
The	proportion	of	diabetes	studies	incorporating	these	e旭ements	is	surprising旭y	旭ows	
Barriers	to	resourcing	partnerships	need	to	be	systematica旭旭y	addresseds
K E Y W O R D S
community	engagementp	diabetesp	participatory	researchp	partnership	workingp	patient	
invo旭vementp	rea旭ist	review















on	patient	and	community	 invo旭vement	 in	adapting	 interventionss4 
Howeverp	 there	 are	 no	 pub旭ished	 studies	 concerning	 the	 effec-
tiveness	 of	 invo旭ving	 patients	 and	 the	 pub旭ic	 in	 adapting	 diabetes	
interventions	 to	 reduce	 diabetes	 risk	 or	 achieve	 better	 diabetes	
se旭f､managements5
ゲsゲ科|科The theory of invo旭vement in research
Peop旭e	 can	 be	 invo旭ved	 in	 many	 different	 types	 of	 researchs	 The	









deve旭oping	 more	 effective	 recruitment	 strategiesq	 designing	 re-
search	too旭s	that	are	more	appropriate	and	user､friend旭yq	conducting	
interviews	and	surveys	with	more	re旭evant	and	acceptab旭e	 旭ines	of	
enquiryq	 ana旭ysing	 data	 that	 inc旭udes	 旭ay	 perspectivesq	 and	 better	
dissemination	and	imp旭ementation	of	research	findingss葦




















Despite	 the	 IDF	 Guide旭inesp	 diabetes	 research	 has	 been	 cha旭-
旭enged	by	issues	such	as	旭ow	uptake	of	screening	and	prob旭ems	with	









Despite	 the	 evidence	 that	 co､produced	 hea旭th	 research	 can	
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We	chose	a	rea旭ist	approach	becausep	a旭though	the	degree	of	
invo旭vement	 can	 be	 seen	 and	 reportedp	 the	 under旭ying	 exp旭ana-






Peop旭e	with	 diabetes	may	 旭ack	 confidence	 to	 participate	 be-




in	 reviews	of	 patient	 invo旭vements葦	Howeverp	 the	ways	 in	which	
contexts	 act	 to	 either	 create	 negative	 attitudes	 and	 fee旭ings	 to-
wards	 diabetes	 interventionsp	 or	 mitigate	 and	 promote	 positive	
mechanisms	for	managing	diabetesp	have	not	been	systematica旭旭y	
documenteds	Rea旭ist	 synthesis	enab旭es	 the	 interactions	between	











reviews	 of	 patient	 and	 community	 invo旭vement	 in	 researchs葦pゴジ 
We	searched	hea旭th	databases	 ｪMed旭inep	CINAHLp	EMBASEｫp	 and	





and	 community	 service	 providersp	 community	 organizations	with	
an	 interest	 in	 addressing	 diabetes	 and	 diabetes	 riskp	 researchers	
and	po旭icymakerss
Invo旭vement	was	defined	as	engagementp	co旭旭aboration	or	part-










As	 projects	 were	 identifiedp	 we	 identified	 a	 number	 of	 issues	
concerning	comp旭eteness	of	reporting	 invo旭vements	We	attempted	
to	 address	 these	 uthin	 descriptionsv	 by	 旭ocating	 a旭旭	 of	 the	 papers	


























































TA B L E  ゲ 科Overview	of	the	contingent	
review	design
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conduct	of	the	researchp	or	where	the	c旭aim	of	invo旭vement	was	not	
exp旭ained	or	eva旭uatedsゴ葦
In	 a	 number	 of	 casesp	 it	 was	 necessary	 to	 review	 the	 fu旭旭	
text	 because	 information	 on	 invo旭vement	 was	 not	 c旭ear	 in	
the	 abstracts	 A	 further	 ゲジズ	 papers	 were	 exc旭uded	 because	 ｪaｫ	
some	c旭aiming	invo旭vement	did	not	actua旭旭y	report	on	itq	and	ｪbｫ	

















Data	 extraction	 was	 done	 by	 members	 of	 the	 team	 ｪJHp	
MGp	 JHa旭p	 MKｫ	 with	 a	 subset	 of	 artic旭esp	 in	 order	 to	 deve旭op	 a	




Imp旭ementation	 inc旭uded	 invo旭vement	 in	 recruitmentp	 de旭ivering	
the	interventionp	data	co旭旭ection	and	ana旭ysiss	We	then	used	a	re-
cent旭y	pub旭ished	concept	ana旭ysis	 for	community	 invo旭vement	 to	
conduct	the	synthesissゴ葦
There	were	four	concepts	contained	in	the	framework	that	were	










ｨ	 Shared	contro旭	over	the	research	process	 旭eads	to	 identification	
of	re旭evant	topics	and	production	of	know旭edge	that	is	usefu旭	for	
diabetes	managements
Propositiona旭	 statements	 describing	 the	 re旭ationship	 between	
contextp	mechanisms	and	outcomes	were	drafted	 for	each	project	
ｪJHｫs	Other	members	of	 the	team	critiqued	the	statements	 for	co-
herence	 ｪJHa旭p	 MGp	 MKp	 TDｫs	 The	 statements	 were	 subsequent旭y	






Relating involvement to 
outcomes
81 papers across 18 projects
RQ 2.1
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refined	and	patterns	ｪdemi､regu旭aritiesｫ	were	identified	between	the	
types	 of	 invo旭vement	 used	 in	 different	 contexts	 and	 outcomes	 of	
invo旭vements
ザ科 |科RESULTS
Projects	 were	 the	 unit	 of	 ana旭ysis	 for	 this	 reviewp	 rather	 than	 in-














Danie旭	 ゲゾゾゾq	 Go旭dfinger	 ゴググ芦q	 Adams	 ゴググジq	 Mendenha旭旭	 ゴグゲグq	
Macau旭ay	 ゲゾゾゼq	Merriam	ゴググゾq	Coppe旭旭	 ゴググゾq	Han旭ey	 ゲゾゾズｫs	 Four	
projects	were	conducted	in	c旭inica旭	settings	ｪNoyes	ゴグゲジq	Pau旭	ゴググゼq	
Simmons	ゴグゲザq	Peek	ゴググ芦ｫq	one	initiative	expanded	to	inc旭ude	a	range	













produced	 an	 agreed	 set	 of	 the	 priorities	 that	 were	 subsequent旭y	





Leeジ芦	 revised	medication	 information	 旭eaf旭ets	 by	working	with	
pharmacies	 to	 recruit	patients	 to	 individua旭	 interviews	where	 they	




The	 different	 approaches	 to	 targeted	 invo旭vement	 suggested	





A	 second	 set	 of	 projects	 characterized	 as	 embedded	 invo旭ve-
ments芦ズp 芦葦	 used	 semi､structured	 focus	 groups	 and	 interviews	 at	
severa旭	 points	 to	 inform	 design	 of	 an	 intervention	 and	 materi-
a旭ss	 Researchers	 retained	 decision､making	 authority	 and	 contro旭s	




chi旭drenp	 young	 peop旭ep	 parents	 and	 professiona旭s	 with	 regard	 to	





















abetess	Their	 rationa旭e	for	action	research	was	that	 it	enab旭es	 uthe	
deve旭opmenta旭	process	to	be	grounded	in	the	views	of	both	service	
users	 and	 front旭ine	 staffv45rゼゼゲs	 The	materia旭s	were	 co､deve旭opedp	
tried	with	 patients	 and	 revised	 based	 on	 feedback	 from	 both	 pa-






as	 the	 requirement	 that	 researchers	must	demonstrate	a	 return	 for	
participation	that	is	of	benefit	to	the	communitys	In	Schoenｷs	projectp	





















TA B L E  ゴ 科Targeted	and	embedded	invo旭vement
Author, Year, 
































































































Y U U Y U Y
Abbreviationsr	Np	Did	not	contributeq	NAp	Not	App旭icab旭eq	Up	Unknownq	Yp	Contributeds
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with	c旭earer	strategies	for	supporting	patients	with	pre､diabetes	man-




A旭though	 initia旭	 invo旭vement	 may	 inform	 project	 designp	 re-
searcher	contro旭	over	subsequent	stages	of	projects	may	undermine	
initia旭	 co､deve旭opments	 Two	 projects	 that	 consu旭ted	 patients	 and	




dropped	 outs	 The	RAPSID	project	 noted	 the	 need	 to	 recruit	 peer	
supporters	direct旭y	 rather	 than	through	c旭inicians	and	that	 recruit-
ment	 to	 tria旭s	 requires	 very	 carefu旭	 preparationp	management	 and	
an	understanding	of	 the	popu旭ation	 invo旭veds	We	compared	 these	
projects	with	another	set	that	maintained	user	re旭ationships	through	
the	stages	of	recruitment	and	de旭ivery	of	the	interventions
ザsゲ科|科Co旭旭aboration and coproduction across a旭旭 





the	 pub旭ic	 and	 researchers44p ジゼs	 Partnerships	 incorporated	 旭oca旭	
peop旭e	who	were	committed	to	reducing	hea旭th	disparity101-105	p	with	
reputations	as	 udoers	and	consensus	makersvs	Task	groups	inc旭uded	
peop旭e	 from	 community	 agencies	 and	 universities	who	met	 regu-
旭ar旭y	and	reported	back	to	Community	Advisory	Boards	ｪCABｫ114-115p 
123-124s	The	Advisory	Boards	had	project	oversight	as	we旭旭	as	faci旭i-
tating	 acceptance	 and	 participation	 in	 the	 research	 via	 their	 旭oca旭	
socia旭	 networksp	 sectors	 and	 organizationss	 In	 some	 p旭acesp	 the	
Advisory	 Board	was	 estab旭ished	 first	 in	 order	 to	 set	 priorities	 for	
the	 research101-105	 	 p	whi旭e	 in	other	 settingsp	 the	project	was	 initi-
ated	by	academics133-134s	 In	the	five	projects	that	were	conducted	
in	First	Nation	settings	 ｪBritish	Co旭umbia葦ズq	FEDS芦ゼ､ゾグq	HCSF91-100; 
Kahnawakeゲグ葦､ゲゲザq	 Sandy	 Lake125-130ｫ	 the	 Triba旭	 Counci旭s	 had	 旭ega旭	























Co､旭earning	 from	exp旭oration	of	 旭oca旭	 context	was	used	 to	de-
ve旭op	theory､based	protoco旭s	that	were	cu旭tura旭旭y	acceptab旭ep	pro-




The	 feasibi旭ity	 of	 making	 旭ifesty旭e	 changes	 was	 considered	 in	
re旭ation	 to	 cu旭tura旭	 norms	 and	 旭oca旭	 resourcess	 For	 examp旭ep	 the	
avai旭abi旭ity	and	cost	of	food	was	mapped	and	used	to	旭everage	旭oca旭	
resources	to	provide	hea旭thier	and	more	affordab旭e	choices102p 129. 






Materia旭s	 and	 approaches	 to	 supporting	 peop旭e	 with	 diabetes	
and	the	wider	community	drew	upon	旭oca旭	va旭uesp	旭ifesty旭es	and	tra-
ditiona旭	 socia旭	 structures葦グp 90p 123p 130s	 Loca旭	workers	 and	diabetes	
patients	tai旭ored	educationa旭	teaching	sty旭e	and	messagesp	incorpo-
rating	components	that	cu旭tura旭旭y	resonate50-53p ズ葦p 葦ゴp ゼグp ゼザp ゼゾp 芦ゲp 芦ザp 
芦ジp 93p 95p 103p ゲゲゼp 124p 131p 133s	Co､created	information	ensured	cu旭tura旭	










Va旭旭eyｫs	 Deve旭opment	 was	 affected	 by	 historica旭	 re旭ationships	 be-
tween	researchers	and	communitiess	In	communities	that	distrusted	




Loca旭	 coordinators	 and	 agencies	 who	 had	 旭ong､standing	 re旭a-
tionships	with	peop旭e	and	were	 respected	 in	 the	community	were	
instrumenta旭	in	managing	tria旭sズ葦p 104-105p 114-115p 124p 131-132s	Hiring	and	
retaining	qua旭ified	旭oca旭	peop旭e	ｪsite	coordinatorsq	community	hea旭th	
workersq	peer	 support	workersｫ	was	a	 cha旭旭engep	but	 recruitment｠
retention	teams	were	an	important	component	of	study	designs









High	 rates	of	 recruitment	 and	 retention	were	attributed	 to	 旭o-
ca旭旭y	 旭ed	 recruitment	 teams	who	were	 sensitive	 to	neighbourhood	
constraints	and	possibi旭itiesp	and	who	were	invo旭ved	at	proposa旭p	re-
cruitment	and	data	co旭旭ection	stages55､ズ葦p 100p 115p124p 132s	The	exper-
tise	 and	 connections	 of	 respected	 community	 agencies	 promoted	
trust	 and	 acceptabi旭ityp	 uwhich	 旭ike旭y	 decreased	 participant	 with-
drawa旭	from	the	studyv124rザ葦ザs
Loca旭	 contexts	 cha旭旭enged	 sustainabi旭ity	 of	 interventionss	 A	





weather	 ｪHCSFq	 Sandy	Lakeq	 Starr	Countyｫs	 Increase	 in	disposab旭e	
income	and	chi旭dcare	mitigated	against	the	initia旭	positive	indications	
of	hea旭thier	eating109s	Partnerships	were	cha旭旭enged	when	resources	
ｪboth	 human	 and	 financia旭ｫ	 are	 thin旭y	 stretched	 across	 a	 range	 of	
competing	needs	in	high､deprivation	communities130.
What contributes to the success or failure of 
involvement?
Theories	 about	 invo旭vementズp葦pザゲ､ザザ	 and	project	 data	were	 synthe-
sized	 to	 construct	 a	 series	 of	 propositions	 for	 how	 invo旭vement	
worksp	in	what	contextsp	for	whomp	at	different	stages	of	design	and	
imp旭ementation	of	the	intervention	ｪTab旭e	ゴｫs
ザsゴ科|科Exp旭oring re旭ationships between the process of 
involvement and health outcomes
Our	 fina旭	 review	 question	 askedr	 Does	 successfu旭	 invo旭ve-
ment	 in	 adapting	 diabetes	 interventions	 benefit	 peop旭e	 with	
TA B L E  ザ 科Propositions	about	invo旭vement	in	diabetes	research
Stage of re-
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diabetesp	 communities	 and	 practitioners	 旭ead	 to	 achievement	 of	
hea旭th	outcomesn












ment	 enab旭es	 projects	 to	 achieve	 high	 rates	 and	 invo旭vement	 of	
旭oca旭	 peop旭e	 in	 de旭ivering	 interventions	 contributes	 to	 sustained	
retentions	 Benefits	 to	 community	 researchers	 inc旭ude	 increased	
know旭edge	 and	 confidence	 to	 contribute	 to	 different	 stages	 of	
the	projects	Academic	researchers	reported	that	their	perceptions	
of	the	uti旭ity	of	invo旭vement	changed	and	they	deve旭oped	ski旭旭s	in	
engaging	with	 communities	 of	 practice	 and	 an	 increased	 under-
standing	of	the	topics	A旭though	 invo旭vement	was	seen	to	benefit	
the	 process	 at	 a	 number	 of	 stepsp	 participation	 in	 data	 ana旭ysisp	
writing	up	and	dissemination	were	rare旭y	reporteds
Projects	using	a	co旭旭aborative	approach	 re旭ated	 invo旭vement	 to	
achieving	 hea旭th	 outcomess	 Cohesive	 co旭旭aborative	 partnerships	
were	 seen	 to	 impact	 旭oca旭	 community	 hea旭th	 ｪHEEDｫ	 and	 cu旭tur-
a旭旭y	 re旭evant	 programmes	 which	 were	 sensitive	 to	 旭iteracy	 were	
associated	 with	 efficacy	 in	 diabetes	 management	 ｪSan	 Franciscoｫ	
evidenced	by	improved	HbAゲcp	weight	旭oss	and	improved	insu旭in	re-
sistance	 ｪLLDPPｫs	Converse旭yp	projects	 that	were	unab旭e	 to	embed	
invo旭vement	or	mobi旭ize	partnerships	were	unab旭e	 to	show	c旭inica旭	
effect	ｪBritish	Co旭umbiaq	EPICq	PSPDq	RAPSIDqｫs
ジ科 |科DISCUSSION AND CONCLUSIONS
This	review	found	that	projects	which	promote	frequent	and	regu-
旭ar	 contact	 across	 researchersp	 patients	with	 diabetes	 and	wider	
communities	 are	 ab旭e	 to	 deve旭op	 reciproca旭	 re旭ationships	 where	
the	 旭ived	 experiences	 of	 peop旭e	 are	 instrumenta旭	 in	 deve旭oping	


















for	 community､based	participatory	 research	 that	demonstrate	 the	
importance	of	re旭ationships	when	working	in	academic｠community	
















































ica旭	 impact	over	a	 re旭ative旭y	 short	 time	period	of	葦､ゲ芦	monthss	The	
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